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Perspectives about adult sibling relationships: A dyadic analysis of siblings with and without 
intellectual and developmental disabilities  
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Abstract 
Most siblings of individuals with intellectual and developmental disabilities (IDD) report 
positive sibling relationships. However, extant research often only examines the perspective of 
the nondisabled sibling; it is unclear whether siblings with IDD report close sibling relationships. 
Thus, the aim of this study was to understand adult sibling relationships from the perspectives of 
both siblings with and without IDD. Using dyadic interviews, we examined the perspectives of 
eight adult sibling dyads. The study was conducted in the United States. Data were analyzed 
using constant comparative analysis and cross-case analysis to identify themes within and across 
dyads. Overall, siblings with and without IDD reported enjoying spending time with one another. 
However, siblings with and without Down syndrome (versus autism spectrum disorder) reported 
more reciprocal sibling relationships, more frequent contact, and a greater range of shared 
activities. Implications for future research and practice are discussed.  
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1. Introduction 
 Adult siblings play unique roles in the lives of individuals with intellectual and 
developmental disabilities (IDD) including: friend, advocate, legal representative, leisure 
planner, and informal service coordinator (Hall & Rossetti, 2018). Many siblings also anticipate 
having future caregiver roles for their brothers and sisters with IDD, especially those reporting 
close sibling relationships (Burbidge & Minnes, 2014; Burke, Taylor, Hodapp, & Urbano, 2012). 
However, most studies have focused on perspectives of nondisabled siblings (Hodapp, 
Sanderson, Meskis, & Casale, 2017). Given that the sibling relationship is bidirectional, it is 
insufficient to reflect only the perspective of one sibling (Cuskelly, 2016).  
1.1 Reciprocity in the Sibling Relationship  
 Sibling relationships are unique by characterizing both hierarchical and reciprocal 
elements and changes over time (Cicirelli, 1994). Although termed a reciprocal relationship in 
the normative sibling literature (Howe & Recchia, 2005), less research has examined reciprocity 
in sibling relationships involving disability (Kramer, Hall, & Heller, 2013). Sibling relationships 
between individuals with and without IDD may be asymmetrical or unidirectional regarding 
perceived benefits and provision of support (Burke, Lee, Arnold, & Owen, 2019). However, 
individuals with IDD are largely absent from sibling research. This study’s purpose was to 
explore sibling relationships from the perspectives of both siblings with and without IDD. 
1.2 Dimensions of Sibling Relationships 
 Extant research on sibling relationships suggests that adult siblings with and without IDD 
have close relationships that are similar to relationships among nondisabled siblings (Tomeny, 
Ellis, Rankin, & Barry, 2017). In one of the few studies that included siblings with IDD, siblings 
with and without autism spectrum disorder (ASD) described engaging in the range of typical 
SIBLING RELATIONSHIPS OF INDIVIDUALS WITH IDD 4 
sibling interactions (Petalas, Hastings, Nash, & Duff, 2015). Moderators of the quality of the 
sibling relationship include gender, age difference, birth order, and the type of disability (Hodapp 
& Urbano, 2007; Hodapp, Urbano, & Burke, 2010; Orsmond, Kuo, & Seltzer, 2009).  
1.3. Aims of Study 
Given that siblings have the longest familial relationship (Cicirelli, 1994) and that sibling 
caregiving is becoming critical to families of individuals with IDD (Hodapp et al., 2017), it is 
important to examine the bidirectional sibling relationship. The purpose of this study was to 
investigate the sibling relationship from the perspectives of adult siblings with and without IDD. 
This study examined the following research question: How do adult siblings with and without 
IDD describe the context and quality of their sibling relationships? 
2. Method 
This study utilized qualitative methods due to the exploratory nature of the research 
questions. Dyadic interviews were conducted with eight adult sibling pairs to allow for a shared 
narrative of the sibling dyad and analysis of interactions between the participants (Morris, 2001).  
2.1. Participants 
For both siblings with and without IDD, the inclusion criteria were: (1) be 18 years or 
older; (2) have a sibling with/without IDD respectively; and (3) be willing to participate in an 
interview and complete a demographic form. All of the participants with IDD used spoken 
language as their primary mode of communication.  
Eight adult sibling pairs from Illinois, Ohio, and Massachusetts participated in this study 
(see Table 1). All participants were White. Participants with IDD were primarily male (n = 6); 
those without IDD were predominantly female (n = 7). Six siblings with IDD were younger and 
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two were older than their nondisabled siblings were. Of the siblings with IDD, five had Down 
syndrome (DS) and three had ASD.  
Information about the study was distributed via e-mails and flyers to statewide sibling 
organizations through the Sibling Leadership Network. The researchers also attended the Ohio 
Adult Sibling Conference to recruit participants and conduct interviews. Each participant 
received a $20 stipend.  
2.2. Procedures 
Each author’s Institutional Review Board approved all procedures. Participants 
completed a demographic form with closed-ended (e.g., residential proximity, frequency of 
contact) and open-ended questions about the sibling relationship. Participants with IDD 
completed forms with their typical supports (e.g., written with prompts, scribed by support 
person). Each sibling dyad participated in three sequential semi-structured interviews on the 
same day: 1) interview with nondisabled sibling, 2) interview with sibling with IDD, and 3) 
dyadic interview with both siblings. To establish rapport, the same author conducted all three 
interviews with a sibling pair. Information from the interview with the nondisabled sibling (e.g., 
interests of sibling with IDD) helped create individualized probes for the interview with the 
sibling with IDD to elicit richer responses. Interviews with nondisabled siblings lasted 45-75 
minutes, interviews with siblings with IDD were 25-60 minutes, and dyadic interviews were 20-
45 minutes. Researchers ensured accessibility and validity of the interview by: establishing 
rapport, using plain language, rephrasing questions, allowing more response time, allowing a 
support person, and using pictures/photos (Hall, 2013). For example, a participant with IDD 
brought two scrapbooks that reminded her of work experiences to share.  
2.3. Interview Protocol 
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Researchers developed a semi-structured interview protocol by reviewing literature about 
adult siblings (e.g., Kramer et al., 2013). Each question was asked of all participants. Each 
researcher recorded detailed field notes during the interview capturing observational data and 
emerging themes. At the end of each interview, the researcher provided an interview summary to 
the participants. All interviews were audio-recorded and transcribed verbatim. Researchers held 
bi-weekly calls to discuss emerging themes. Notes from these calls were included as data. From 
these calls, it was determined that saturation was reached with eight sibling dyads; as such, data 
collection ended.  
2.4. Data Analysis 
This study used a multi-stage coding process guided by constant comparative analysis 
(Glaser & Strauss, 1967). Two researchers used a line-by-line approach to independently open 
code each piece of text, comparing each data unit to previously coded data to ensure it 
represented a novel idea (Creswell, 2013). The researchers compared codes and developed a 
codebook, refining 110 open codes into 13 codes organized by three categories; the 110 original 
codes were listed as sub-codes (e.g., Sibling Relationship > Closeness, Time spent together, 
Level of involvement, Distance/location). Using the codebook, each researcher independently 
reviewed data using the new codes. During the thematic coding stage, researchers examined 
connections among and between codes and categories to identify themes. The final stage of 
analysis was the cross-case analysis of data (Creswell, 2013). Researchers analyzed demographic 
information and all coded data related to emotional closeness, social activities, and frequency of 
contact.  
2.5. Researcher Reflexivity 
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 Each researcher was the sibling of an individual with IDD, a fact that was disclosed at the 
beginning of each interview. Thus, each researcher brought an “insider” perspective to the 
interview (O’Toole, 2013), which may have helped establish rapport with participants and 
allowed researchers insight to ask follow-up questions.  
2.6. Trustworthiness  
To establish credibility, the researchers engaged in researcher reflexivity (as described in 
2.5), data triangulation, first and second level member checks, investigator triangulation, and 
peer debriefing (Brantlinger, Jimenez, Klingner, Pugach, & Richardson, 2005). The data were 
triangulated across data sources (i.e., demographic forms, interview transcripts). Member 
checking comprised of two levels. First, each researcher shared interview summaries with 
participants after each interview. Second, researchers e-mailed descriptive summaries and 
themes to the participants and asked them to complete a web-based form to validate or change 
any information. All participants completed member checking; no changes were suggested. 
Additionally, this study utilized investigator triangulation by incorporating multiple researchers 
who collectively designed and conducted all aspects of this study. Peer debriefing occurred 
during the regular researcher meetings.  
3. Findings  
3.1. Descriptive Contexts of the Sibling Relationship 
 3.1.1. Residential proximity. Within dyads, siblings with and without IDD reported the 
same information about proximity. Six sibling dyads lived within one hour of each other, and 
two dyads lived over an hour apart. Cara (nondisabled), who was at college, recognized the 
consequences of this distance: “It’s real hard because I’m not here. I feel like I do a lot of, like, 
advising from afar, right? But, I’m not actually here to be in a lot of these things.” Similarly, 
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Anthony (with ASD) indicated that his interactions with Sara rely on the frequency of their 
visits: “It depends on if I'm visiting her or she's coming back home to visit her family… I think it 
varies. Depending on how on how long one of us is visiting the other.” Sara also reflected on 
their residential distance: “He's been up to visit a couple of times since I've been up here. But I 
don't really share much with him. He doesn't really share much with me.”  
 3.1.2. Frequency of contact. Within the dyads, siblings with and without IDD reported 
the same frequency of contact. Siblings with and without DS reported frequent contact, with 4/5 
dyads indicating at least weekly contact (two dyads indicated daily contact). Only 1/3 dyads of 
individuals with ASD reported daily contact; this was Allison and Cameron who lived together 
in the family home. Allison (nondisabled) described, “He asks me every night what time he 
needs to get me up. He comes downstairs and he wakes me up every morning. He’s definitely 
more interested in hanging out now, or it’s easier for him to communicate that.” Two out of three 
dyads involving a sibling with ASD and 1/5 dyads involving a sibling with DS reported less 
frequent contact (monthly or yearly). While Aaron and Rachel (nondisabled) were within an hour 
of each other, Rachel perceived the commute to be a barrier: “It’s a far drive from the city!”  
While much of this contact was in person, the frequency of sibling contact also included 
texting and audio or video calls. For example, Jane taught her brother Roy (with DS) how to use 
a cellphone so they could have regular conversations. David also reported frequent phone 
conversations with his brother, Jason (with DS): “He calls me all the time, at least once every 
other day…Two days don’t go by I don’t hear from him.” 
 3.1.3. Shared Social Activities. Within dyads, siblings with and without IDD reported 
the same shared activities. Overall, these included hanging out and talking, eating at restaurants, 
going to the movies, shopping at the mall, and completing chores together. Jason (with DS) 
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mentioned, “We go bowling and putt-putt. Probably the two most frequent activities. Movies. 
We like to go out to eat just the two of us. We try a guys’ night. We like going out and drinking 
just like everybody else.”  
There were also differences regarding the range of shared activities by disability. 
Specifically, siblings with and without DS described a wider range of shared activities than those 
with and without ASD did. When asked what she likes to do with her younger brother Eli (with 
DS), Nicole replied, “Oh, boy. We do everything together.” At least 3/5 dyads involving a 
sibling with DS described engaging in: sleepovers at the sibling’s house, concerts or theater 
performances, bowling, weekly dinners at the sibling’s home, and going out for drinks. Anna 
described, “Well, I like it when you [Emma, with DS] come over and we just kind of cook 
dinner. And Emma likes tacos.” Emma mentioned, “And then I come to my sister’s house, to 
spend time with my niece and nephew. I’m an aunt now.” Alternately, all of the siblings with and 
without ASD described that they just hung out together. Aaron (with ASD) mentioned, “Nothing 
too much, just hang out. Going out to eat kind of things. Hanging around here kind of things.” 
Similarly, Cameron (with ASD) added that, “Yeah, we chill.” 
3.2. Perspectives about Quality of Adult Sibling Relationships 
 Overall, most dyads reported positive sibling relationships. Specifically, five dyads--four 
were siblings with and without DS--described regularly involvement with their siblings and 
emotionally close relationships. Roy (with DS) confirmed that of his four siblings, “I think it’s 
really Jane is the closest.” Similarly, Nicole stated of her younger brother Eli (with DS), “We are 
very close. He is, out of my [four] siblings, he is the one I am closest to.” Two of these five 
dyads described being closer than ever due to increased proximity. Allison moved back into the 
family home with Cameron (with ASD), while Emma (with DS) and her parents moved from 
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their family home to the same state in which Anna lived. Anna explained, “Obviously being in 
closer physical proximity just provides more opportunity to be involved in each other’s lives. … 
I think it [the relationship] is in its best stage right now.”  
Within dyads, the siblings with and without IDD reported the same information regarding 
relationships. Emma (with DS) shared, “The favorite thing that has to do with my sister- I 
remember when I was a kid, Anna	taught me how to brush my teeth. And being with Anna is a 
lot of fun. … I love talking to my sister a lot.” In addition, when asked Jason (with DS) what he 
does not like about his brother, Jason replied there was nothing, which led to the following 
exchange: 
 David: Come on, Jason. There has to be something you don’t like about me.  
 Jason: No, it’s not true, brother. I love you.  
 David: I love you, too.  
Three sibling dyads--two were siblings with and without ASD--reported less emotionally close 
relationships. Sara, younger sister of Anthony (with ASD), reported:  
 We are not close…we have a good relationship and no relationship. I know that there are  
other people that have a lot of interaction with him because he seeks them out or interacts 
with them through different organizations that he is a part of or wants to know more 
about their lives. He doesn't seek me out. 
Despite their distance barrier (different states), they each recognized they should call or text 
more frequently. Sara stated that she and her husband agreed about moving back home close to 
Anthony when necessary, “but while my parents are healthy, I feel like I have a freedom to be 
where I need to be.”  
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There were also differences across the dyads with respect to reciprocity. Siblings with 
and without DS reported more reciprocal interactions. Notably, individuals with DS described 
how they felt supported by their siblings and how they provided support to their siblings. Anna 
recalled a situation wherein Emma (with DS) helped her:  
When I first started at LEND [Leadership in Education of Neurodevelopmental  
Disabilities], I’d never used Blackboard [online course platform]	before. Emma showed 
me how to use it because she had been using it at the [University]. So, that was a great 
example of when I needed some advice from Emma, and she was very	good at it.  
Jason (with DS) and David also reported their experiences helping each other:  
 Jason: He helps me figure out what I’m going to get for everybody [for Christmas]. 
 David: Who I date. Who I used to date. Who I married.  
Alternately, siblings with and without ASD described the tendency for unilateral support. 
For example, Aaron (with ASD) described, “She comes over and she, we straightened out the 
whole shelf. Like I said, the drawers, clothes, she folded them. She made them all nice and neat.” 
When asked, Aaron reported that he could not provide any examples of supporting his sister.  
4. Discussion  
4.1. Main Findings 
Building on the importance of reciprocity in sibling relationships, we had three findings. 
First, the descriptive contexts of sibling relationships aligned with previous studies including 
frequency of contact (Burke, Lee, Arnold, & Owen, 2016), residential proximity (Burke et al., 
2012), and shared social activities (Seltzer, Greenberg, Orsmond, & Lounds, 2005). Sibling 
relationships differ with relation to these contextual elements and often vary across the lifespan 
(e.g., siblings may move away from the family home for college, but move back during 
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adulthood, Burn & Szoeke, 2016). As inclusive postsecondary education programs for 
individuals with IDD increase, there will be a greater need to focus on these contexts for both 
siblings with and without IDD.  
 Second, siblings with and without IDD reported similar information about the context 
and quality of their relationships, and generally agreed about their perceptions of their sibling 
relationship. With the exception of a few studies (e.g., Burke et al., 2016; Kramer et al., 2013; 
Petalas et al., 2015), little sibling research has included individuals with IDD. Ultimately, sibling 
relationships are likely to contribute to quality of life in adulthood, thus including both siblings 
in sibling research can contribute to positive outcomes (Cuskelly, 2016).  
 Third, siblings with and without DS reported more reciprocal sibling relationships, more 
frequent contact, and a wider range of shared activities. This finding emerged from the data and 
was unexpected, though it aligns with prior research indicating that siblings with and without 
ASD (versus those with DS) may experience greater challenges to developing emotionally close 
relationships (Hodapp & Urbano, 2007; Orsmond & Seltzer, 2007). This study’s small sample 
precludes us from making such comparisons. Further, our findings indicated contextual factors as 
critical in sibling relationships. Thus, the type of disability may not be useful in explaining the 
quality of sibling relationships. Additionally, sibling relationships--as all social interactions—
include two people, thus difficulties may relate to both siblings and their environment rather than 
the behavior of individuals with ASD. As such, we recommend an individualized consideration 
of contextual factors rather than a categorical approach focusing on disability.  
4.2. Limitations 
This study had a few limitations. First, this study was limited to eight individuals with 
IDD with meaningful communication and their nondisabled siblings. Thus, the transferability of 
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findings is limited. Second, we did not collect data to examine other potential patterns in relation 
the quality of the sibling relationship (e.g., questionnaires about the sibling relationship). Further, 
this study only collected data at one point in time; sibling relationships may change over time. 
4.3. Implications for Research and Practice 
Related to the first finding, research is still needed to longitudinally examine family 
lifespan transitions and their effect on the sibling relationship. This should include examining 
multiple sibling relationships in the family unit beyond only focusing on sibling dyads. Future 
research should also attempt to identify the specific moderators of the quality of the sibling 
relationship. Future research should examine whether individual factors (e.g., maladaptive 
behaviors, functional abilities, or social-communication skills) or systemic factors (e.g., poor 
family-school partnerships, greater stress, Burke & Goldman, 2017) explain these challenges. By 
doing so, targeted interventions can be developed and tested to improve the sibling relationship.  
Findings also suggest that family support practitioners include siblings with and without 
IDD in efforts to strengthen sibling relationships or maintain them over time. Further, the 
findings indicate that siblings with and without ASD may need additional support to develop 
reciprocity and engage in a wider range of activities in their relationships. As interventions to 
support siblings become increasingly common, practitioners should consider individualizing 
supports to meet the unique needs of sibling dyads based on their contextual factors. 
5. Conclusion 
Given the unique roles and long-lasting relationships of siblings (Cicirelli, 1994), it is 
critical to explore, understand, and, if needed, improve sibling relationships. This study suggests 
that individuals with IDD and their siblings have similar perceptions of the contexts and quality 
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of their sibling relationships. Notably, siblings with and without IDD described engaging 
primarily as any siblings would.   
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Table 1. 
Participant Demographics 
 
Sibling 
Dyad 
Age Gender State Education Employment Proximity Frequency 
of contact 
Disability  
1. Eli 44 M OH Some college Part-time, menial tasks - Daily  DS 
1. Nicole 47 F OH Some college - Within one hour  - 
         
2. Emma  38 F IL Some college 20 hrs, grocery store - Weekly  DS 
2. Anna  41 F IL Graduate 
school 
- Within one hour  - 
         
3. Roy  24 M IL Some college No; College program - Weekly  DS 
3. Jane  29 F IL College  - Within one hour  - 
         
4. Jason 49 M OH High school 15 hrs, restaurant - Daily DS  
4. David 55 M OH College  - Within one hour  - 
         
5. Mallory 19 F OH High school  No; HS transition - Yearly  DS 
5. Cara 22 F OH Some college - Over one hour (at 
college) 
 - 
         
6. Aaron 33 M IL High school No; training program - Monthly  ASD  
6. Rachel 30 F IL Graduate 
School 
- Within one hour  - 
         
7. Cameron 21 M IL High school No; seeking college 
program 
- Daily  ASD 
7. Allison 30 F IL College - Within one hour 
(parents’ home) 
 - 
         
8. Anthony 36 M MA High school 20 hrs, grocery store - Yearly ASD 
8. Sara 30 F MA Graduate 
school 
- Over one hour 
(works out of state) 
 - 
Note. ASD: Autism spectrum disorder; DS: Down syndrome; IL: Illinois; MA: Massachusetts; OH: Ohio;  HS: high school; hrs: hour
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